Study objective -To obtain national population norms on pertinent domains ofquality of life, and the relative importance of these domains to people with reported longstanding illness. Design and setting -The vehicle for the study was the Office of Population Censuses and Surveys omnibus survey in Great Britain. The sampling frame was the British postcode address file of "small users", stratified by region and socioeconomic factors. This file includes all private household addresses. The postal sectors are selected with probability proportional to size. Within each sector 30 addresses are selected randomly with an target size of 2000 adults. Participants -The total number of adults interviewed was 2033 (one per sampled household), resulting in 2031 usable questionnaires, and representing a response rate of 77%. Main results -Of those who reported a longstanding illness, the most common, freely mentioned, first most important effects of the longstanding illness on their lives were (in order of frequency) ability to get out and about/stand/walk/go out shopping, being able to work/find a job, and effects on social life/leisure activities. Analysis of the areas of life affected by longstanding illness, showed considerable variation in relation to the condition. For example, respondents with mental health disorders (mainly depression) were most likely to report as thefirst most important effect the availability of work/ability to work, followed by social life/leisure activities; respondents with digestive and endocrine (for example, diabetes) disorders were most likely to report dietary restrictions; while respondents with cardiovascular disease, respiratory, and musculoskeletal disorders were most likely to report ability to get out and about/stand/ walk/go out shopping. Conclusions -These results support the current trend of developing disease specific health related quality of life questionnaires rather than using generic scales.
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(J7 Epidemiol Community Health 1 996;50: [149] [150] [151] [152] [153] [154] [155] There is increasing agreement among many clinicians and social scientists that quality of life should be assessed when evaluating the outcome of medical interventions. It is common for investigators to use traditional health status measurement scales to measure health related quality of life, on the basis of the usually unquestioned assumption that the concepts are interchangeable. The construct validity of scales is called into question by this interchange. None of the health status scales have been rigorously assessed for their content validity as measures of health related quality of life, and none are based on the public's (healthy or unhealthy) definitions of the important areas of measurement in relation to health related quality of life. Most scales were developed on the basis of reviews of existing scales, or surveys of the public's perceptions of the effects of illness on behaviour or functioning.`' The public, and specific groups of patients, are the best judges of how medical conditions adversely affect their quality of lives. However, the relevant dimensions of health quality of life which should be included in measurement scales is still the subject of vigorous debate and disagreement, partly because few scales have been developed and rigorously tested using sufficiently large samples of people.
Attention is now being paid to disease specific measures of quality of life which attempt to tap domains that are relevant to people with specific conditions. Generic scales can be criticised for containing items that may be irrelevant to people with the condition under study, and for omitting others that are pertinent. Few disease specific or generic instruments have been based on a model of quality of life, few scale developers have attempted to define this concept, and few have been adequately patient based in their development, with most being based on health professionals' and scale developers' perceptions of the relevant domains for inclusion.5 However, the only valid perspective for judging the items of relevance in scale development is that of the person affected by the condition.
Several meanings have been imputed to the term "quality of life", ranging from individual fulfilment to the ability to lead a "normal" life to the satisfaction of human needs (physical, psychological, and social) (see reference5 for review). Quality of life is also dependent upon the individual's subjective perception of his achievement, which most measurement scales fail to encompass in their efforts to limit themselves to domains such as functioning (for example, domestic, return to work), the degree and quality of social and community interaction, psychological wellbeing, somatic sensation (for example, pain), symptoms, adjustment, coping, and life satisfaction.67 Philosophers, social scientists, and social gerontologists have a long history of concentrating on happiness, life satisfaction, independence, and control, and on the identification of the "good life" (see reference5 for review). This has led to the widespread definition of quality of life in social science as the extent to which pleasure and satisfaction have been obtained.89 While mental health professionals have developed their concepts of quality of life from this body of knowledge, particularly from the research on social indicators,' 01' rarely have investigators concerned with the measurement of quality of life in relation to physical conditions done so.
Despite these gaps, subjective indicators based on self ratings of mental, psychological, and physical wellbeing are increasingly popular among investigators due to the recognition of the importance of how individuals feel, rather than what statistics imply they ought to feel. Promising research on health related quality of life has involved the application of the techniques of human judgement analysis to assess health related quality of life, which is a novel method of measuring this concept from the perspective ofthe individual. 12-5 With this technique respondents are asked to list the five areas of life ("cues") that they judge to be the most important to their overall quality of life (the technique is known as the schedule for the evaluation of quality of life -SEIQoL). Open ended questions are used to elicit the relevant cues, then techniques are used of deriving relative weights of importance of each area. Simpler but similarly hermaneutic approaches to measuring disease specific quality of life were adopted by Guyatt et al in their development of quality of life scales for people with bowel disorders, respiratory disease, and heart disease. With their scales, respondents are asked to list activities that are affected by their condition, and then to specify which are the most important in their day to day lives.""'8
The research presented here aimed to begin to build up a theoretically useful body of knowledge, based on population norms, for use in health services research on health related quality of life (that is, in the evaluation of health outcomes of treatments).
Aims and methods
The aims of the research were to provide popu- showcard to represent the items mentioned, and both their free responses (which were compared with their coded responses by the researcher, to check consistency) and selected codes were recorded. The items on the showcard were chosen after analysis of the items mentioned by the respondents to the surveys of O'Boyle et al,"'3 and responses to other surveys of quality of life. Items which did not fit the pre-codes were listed and coded by the interviewers under "other"; these were analysed by the researcher and an extension to the coding frame was designed to enable the "other" codes to be re-coded later by OPCS coders. Respondents were then asked to place the items mentioned in rank order of importance. Both respondents' selected codes of life areas and their free responses (which were later coded back in the office) were analysed and compared. Then subjects were asked to rate their current status for each item mentioned against a categorical scale, labelled at each extremity "as good as could possibly be" and "as bad as could possibly be". Respondents were then asked to rate their overall life on a similarly labelled categorical scale.
The self rated health status and reported longstanding illness questions were based on those used in OPCS surveys.2-24 Respondents were asked the standard OPCS question: "Do you have any longstanding illness, disability or infirmity? By longstanding I mean anything that has troubled you over a period of time or that is likely to affect you over a period of time?" Respondents who said "yes" were asked what the condition was (and later about the condition that had most affected their life as a whole, over the last 12 months, if more than one was reported), and whether it "limits your activities in any way?"
Respondents who reported any limiting longstanding illness, disability, or infirmity were next also asked to define and rate the most important effects of this on their lives using the same techniques. Those who reported more than one were asked to select the condition which had most affected their life as a whole over the last 12 months for the next questions on how their lives had been affected ("thinking about your (condition . . .), what would you say are the most important things in your life which have been affected by this?"). Respondents' free responses were recorded by the interviewer (and these were coded later in the office); respondents were then also asked to select codes themselves from a showcard to represent the things they had mentioned, and then list them in priority order of importance. Respondents' own coding oftheir free response choices and the office coding of their recorded responses were analysed and compared. The method was an adapted (simple) version of the method employed by O'Boyle et all5 in relation to SEIQoL. SEIQoL itself produces continuous rather than categorical data and involves the drawing of bar charts during the interview to represent the respondent's priorities. This method was too complex to be used in a large national survey (the OPCS omnibus survey uses 100 interviewers who are briefed by post, necessitating the use of conventional, standardised questionnaire design).
Data were analysed in relation to age, sex, marital status, health status, longstanding illness, disability or infirmity (and type, where numbers permitted), housing tenure, socioeconomic group, economic activity, income, social class, education, age left school, qualifications, and region. These were standard OPCS questions.2"-24 Attention has been drawn to differences which were statistically significant, using x% test, at least at the p<005 level.
The generic results have been reported elsewhere in relation to differences with socioeconomic characteristics and region of residence, and with further details of the method25; this paper reports on the most important effects of various medical conditions on people's lives.
Results

CHARACTERISTICS OF RESPONDENTS
Most respondents were married or cohabiting (68%), owned their own home (or had a mortgage) (75%), 52% were female, most left school before age 17 (66%), and 37% had no educational or other qualification. Most (93%) were white (which was expected, but precluded analyses of responses by ethnic group). Fifty one per cent of respondents were in paid employment and 55% were in social classes I, II, or Ilnm, 47-1% were aged <45 years, 31% were 45 to <65 years, and 22% were >65 years. The full details are reported in an unpublished document about the study which is available from the author.
QUALITY OF LIFE: THE MOST IMPORTANT THINGS IN LIFE
Respondents were most likely to mention relationships with either family or relatives as the first most important thing in their lives (30%), followed by their own health (25%) and the health of another person (close other/dependent other) (19%), and finances/standard of living/housing (10%). In relation to the second, third, and fourth most important things in their lives, respondents were most likely to select finances/standard of living/housing (selected by between 19-30%), and social life/leisure activities was most likely to be selected as the fifth most important item (22%). When the replies coded as "other" were analysed, this showed that the largest new categories created were "politics" and "government" and "happiness/satisfaction/well-being", although the proportions mentioning these were small (< 1-3%). The final "other" category consisted largely of the importance of their pets to respondents (for example, cat, dog, horse). The full range of responses (1st to 5th priority ranking in detail) has been reported in detail elsewhere.25 Consistency between their free responses and their selected codes was good.
The most frequently mentioned things (all priority ranks 1-5 combined), were finances/ standard of living/housing (60%), followed by relationships with family or relatives (54%), own health (43%), health of other people (close) (35%), and social life/leisure (20%).
There were some differences with age, gender, and region lived in which have also been reported elsewhere.25
HEALTH STATUS AND LONGSTANDING ILLNESS/ CONDITIONS Fifty six per cent of respondents rated their health as "good", 29% as "fairly good", and 15% as "not good" (the latter was 3% higher than in the 1992 general household survey (GHS) (personal communication, Office of Population Censuses and Surveys, GHS Unit). People who assessed their health as "not good" were most likely to mention effects on the own health as the first most important thing in life generally (36%, in comparison with 20-24% of others), and they were least likely to mention the health of (close) others (10% in comparison with 20-23% of others).
A relatively high proportion (40%) reported a longstanding illness, disability, or infirmity, and 60% of these reported that it limited their activities in some way. The proportion who reported a longstanding illness was similar to the proportions reported in the 1991 and 1992 OPCS health survey2324 and, as with the latter, the proportion was 4% higher than the proportion reporting this in the GHS.2122 In relation to this difference, OPCS reported that people might have been more likely to report an illness in the health survey because they were taking part in a health survey rather than a general survey.24 In the case of the present study, although health was not mentioned until health status and longstanding illness were asked about later in the questionnaire (that is, after the generic questions about the important things in life), it is possible that respondents were more sensitised to health as they knew that the set of questions was asked on behalf of "St Bartholomew's Hospital Medical College", where the author was then based.
The interviewer coded the number of longstanding illnesses/disabilities/infirmities (LSI) reported; 27% of all respondents reported just one and 13% reported multiple conditions. The conditions mentioned were coded in the office by OPCS, using the coding frame developed for the OPCS health survey. The conditions most frequently mentioned by the 40% were hay fever (15%), back problems (11%), hypertension (6%), and musculoskeletal problems (usually arthritis) (6%). These conditions were also coded into more global categories: the conditions that were most frequently mentioned (by the 40%) as affecting respondents' lives were diseases of the respiratory system (29%), diseases of the musculoskeletal system (17%), and diseases ofthe heart and circulatory system (cardiovascular) (14%). Various other conditions were mentioned by between <1%-7% of the sample. The most commonly freely mentioned first most important effects of the longstanding illness on their lives were (in order of frequency) ability to get out and about/stand/walk/go out shopping (mentioned as first most important by 25%), being able to work/find a job (14%), and effects on social life/leisure activities (13%), and physical effects and symptoms (9%). When respondents selected codes from a showcard in relation to health effects, however (prior to the office recoding), there were some discrepancies with their (office coded) verbatim replies. The showcard apparently had the effect of prompting them to code areas of life that they had not previously mentioned to the interviewer. Consequently, the most commonly mentioned first most important effects of the longstanding illness on their lives (when coded from the showcard by respondents) were (in order of frequency) pain (20%), tiredness/lack of energy/lethargy (16%), social life/leisure activities (14%), and availability of work/ability to work (10%).
When priority ranks 1-5 are combined, the most frequently mentioned (free responses) area of life affected was ability to get out and about/stand/walk/go out shopping (36%), followed by social life/leisure activities (28%), availability ofwork/ability to work (19%), other specific physical effects/symptoms (these included, having to carry tablets around, being out ofbreath, embarrassment about scars, bladder control affected by medication) (18%), ability to do housework/clean home/carry shopping/gardening/other similar activities (13%), depression/worry/anxiety/unhappiness (12%), and other restrictions on activities (these included swimming, football, other sports, dancing, playing with/carrying children, driving, reading and playing with pets) (11%). Other areas were mentioned by between 1 and 7% of respondents (full tables available from the author).
In contrast to the first most important area affected, there were some gender and age differences with the frequency with which all areas (1-5 combined) were mentioned. Males were more likely than females to mention their social life/leisure activities (33% v 24%) and availability of work/being able to work (24% v 15%). Women were more likely than men to mention depression/worry/anxiety/unhappiness (16% v 7%). In relation to age, younger respondents were more likely than older respondents to mention availability of work/ability to work. Between 21% and 33% of respondents aged <25 to <55 years mentioned this compared with 19% of people aged 55 <65 years and 3%-5% of respondents aged 65 <75 years and 75 + years respectively. Mention of ability to get out and about was most frequent among older respondents: this was mentioned by between 10% and 27% of respondents aged <25 to <55, 44% of those aged 55 <65, and 56% to 59% of those aged 65 years and over.
Gender differences generally held when controlling for age and marital status (although they did not achieve statistical significance due to small base numbers); they were either more pronounced, or new differences emerged within specific age groups. Results were less consistent in relation to income, qualifications, social class, and housing tenure.
TYPE OF LONGSTANDING ILLNESS OR CONDITION AND EFFECTS ON LIFE (FIRST MOST
IMPORTANT THING, AND ALL PRIORITIES [1] [2] [3] [4] [5] COMBINED) (WITH OFFICE CODING OF "OTHER") Table 1 shows type of condition and the first most important effect of the longstanding ill- (1) (2) (3) (4) (5) (%/0) The most important areas of life mentioned in relation to the effects of specific conditions were different to those mentioned generically. Table 1 shows consistency, on the whole, between the first most important area of life affected by the condition, and the most frequently mentioned area (1-5 priority ranks combined). For example, it shows that people with mental health problems and disorders of the nervous system were all most likely to rate availability of work/able to work as thefirst most important area affected and the most frequently mentioned area. People with eye conditions, cardiovascular disease, respiratory disease, and disorders of the musculoskeletal system were all most likely to mention ability to get out and about as the first most important area and it was the most frequently mentioned area (1-5 combined) . Respondents with digestive and endocrine disorders were most likely to mention dietary restrictions as the first most important effect, and as the most frequently mentioned effect (1) (2) (3) (4) (5) .
In some cases the different distributions of frequencies with which areas were mentioned as either first most important or mentioned at all (1-5) leads to differences in terms of magnitude. For example, in relation to respiratory disease and ability to get out and about (35% first most important:52% mentioned at all (1-5)), and cardiovascular disease and ability to get out and about (33%:42%), and in relation to musculoskeletal conditions and effects on social life (24%:36%, respectively) and respiratory conditions and effects on social life (2%:33%). The base numbers of people with genito-urinary conditions (n 15), ear complaints (n =13), neoplasms (n = 11), skin conditions (n = 5), diseases of the blood and related organs (n = 3), and infectious and parasitic conditions (n = 2) are too small for interpretation.
Summary and discussion
The research presented here highlights the need for more sensitive measurement of health related quality of life. Respondents were most likely to select as the first most important thing in their lives relationships with family or relatives, followed by their own health, the health of another (close) person, and finances/standard of living/housing. When priority ranked areas 1-5 were combined, the most frequently mentioned area of life was finances/standard of living/housing, followed by relationships with family and relatives, own health, the health of close others, and social life/leisure activities. disorders, were most likely to report the ability to get out and about as the first most important area of life affected; and respondents with endocrine and with digestive disorders were most likely to report dietary restrictions as the first most important area of life affected. Previous analysis of the domains included in the most popularly used health status scales, which are used to measure health related quality of life, showed several items ranked as important by the public (generically) to be missing.25 Health related quality of life questionnaires also need to be sensitive to the type of respondents (for example, in relation to age and sex) and to their condition. O'Boyle et al. '5 using SEIQoL, reported variation in the weights different groups of respondents attached to the domains of importance mentioned, and also variations with different treatment and recovery periods. This research, together with the results reported here, support the need for hermeneutic approaches to measurement. The development of SEIQoL'213 and Guyatt et als respondent based, disease specific, questionnaires"6-18 show that this approach can provide useable and valuable data.
Few disease specific or generic instruments have been based on a model of quality of life, few scale developers have attempted to define this concept, and few have been adequately patient based in their development. However, the public, and specific groups of patients, are the best judges of how medical conditions adversely affect the quality of their lives. This paper provides an empirical contribution to the methodological issue of whether to use disease specific or generic quality of life scales, and, given that different domains of life are clearly affected by different types of conditions, the results of this research strongly supports the development and use ofthe former. It is the first empirical survey to demonstrate the inherent weakness of generic quality of life instruments in contrast to those which are disease specific or idiographic.
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